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Abstract
End-of-life care (EOLC) is an essential component of comprehensive healthcare
and has been shown to improve the quality of life of patients and their families by
preventing and relieving pain caused by physical, psychosocial, and spiritual
complications. Many rural communities lack access to EOLC, specifically certified
palliative and hospice services. The lack of this specialty in rural areas directly affects the
experience of healthcare staff. The absence of education for rural healthcare staff and the
importance of culturally sensitive care among indigenous people are key concepts in this
study.
The purpose of this study was to measure the knowledge, confidence, and comfort
level of staff in a rural setting on the Navajo Nation related to palliative and EOLC,
including Navajo cultural beliefs about EOLC. A 2-day training—the End-of-Life
Nursing Education Consortium (ELNEC) Core Course—was led by two certified ELNEC
trainers and one traditional Navajo healer for healthcare providers in the rural area. The
impacts the training had on participants were evaluated through a survey, and quantitative
data were collected at three points in time and analyzed using the two-paired t-test. This
study compared the mean scores from the survey and analyzed the data from Time 1 to
Time 2 and from Time 1 to Time 3.
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CHAPTER 1: INTRODUCTION AND BACKGROUND
Palliative care (PC) is an essential component of comprehensive healthcare.
Nationally, the need for improved comprehensive healthcare is evident. One goal of
Healthy People 2020 is to improve access to comprehensive, quality healthcare, which
has been shown to improve health outcomes, including quality of life and overall
physical, social, and mental health status (Office of Disease Prevention and Health
Promotion, 2014). This includes access to care across the lifespan, from birth until death.
Palliative and hospice care are both essential to improving the quality of life for
individuals who are at the end of their lives, as well as that of their families.
PC improves the quality of life of patients and their families through the
prevention of and relief from pain and other physical, psychosocial and spiritual
complications. The goal of PC is to provide relief from pain and acceptance that the
dying process is a part of life. PC does not slow or stop the dying process. It incorporates
both psychological and spiritual aspects of care and provides support to the family during
the illness and after the death of their family member. One primary aim of PC is to allow
the patient to live as actively as possible until death (World Health Organization, 2018).
Those who are experiencing terminal and/or chronic illnesses are challenged with various
difficulties, and without proper access to care, these challenges can seem insurmountable
and overwhelming. Often these challenges last for weeks, months, or even years,
depending on the type of illness and the type of care required during this time (Institute of
Medicine [IOM], 2015).
In 2017, approximately 13% of the total U.S. population comprised people aged
65 and older, with an anticipated increase to 1 in every 5 people, or approximately 72
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million, by the year 2030 (IOM, 2015; Miller & Brown, 2017). As the proportion of those
aged 65 and over continues to rise, end-of-life care (EOLC) is an essential component of
comprehensive healthcare. PC and EOLC have been shown to improve the quality of life
not only for individuals diagnosed with a terminal or chronic illness, but also for their
families (Bharadwaj et al., 2016). Currently, there are no palliative or hospice services in
many rural U.S. communities, and often there are too few resources for EOLC.
Professional ethical considerations for nurses are in accordance with the
American Nurses Association Code of Ethics. Provision One of this code states that
nurses are professionally responsible for providing dignified, respectful, and empathetic
care to the patient and family unit (American Nurses Association, 2015). This includes
advocating for such care in all geographic settings, including rural America.
Problem Statement
The Navajo Nation (NN) spans over 27,000 square miles, with a population of
over 250,000 (Navajo Nation Department of Information Technology, 2011), and has no
recognized hospice or PC centers. This results in many individuals with serious illnesses
dying without access to this care, care that is the right of all people. Healthcare on the NN
is primarily provided by the Indian Health Service (IHS), with six acute care hospitals
spread across the nation. There are no certified hospice or PC clinicians or services
available on NN.
The primary issue is not only the lack of PC and EOLC services, but also the lack
of education and/or training to those providing care to patients who are at the end of their
life. Although the IOM (2015) identified some key accomplishments related to education
and training of healthcare staff, there continues to be a gap in the transfer of this
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knowledge. This gap occurs both within educational institutions and healthcare facilities
that provide EOLC. The IOM (2015) identified basic PC competencies that all healthcare
staff who provide care should possess. Four domains of competencies included in basic
PC are: scientific knowledge and skill, interpersonal skills, ethical and professional
principles, and organizational skills.
Fink, Oman, Youngwerth, and Bryant (2013) identified barriers within rural
hospitals relating to PC. These include patients and families not wishing to discuss death
and dying, lack of policies related to PC, and lack of knowledge related to PC and EOLC
among healthcare personnel. These barriers also exist within the IHS, in which some
hospitals have an active user population of over 35,000 and which provide both inpatient
and outpatient acute care services to many communities within the NN.
Study Purpose
The intended purpose of the study was to measure the knowledge, confidence and
comfort level of healthcare staff in relation to PC and EOLC, as well as the possible
impacts on providing care to patients who require these services. The study participants
were staff who currently provided care or were responsible for care provided to patients
on the adult medical/surgical unit in one hospital on the NN. This study included
knowledge of the Navajo cultural perspective on death and dying and how it relates to
those responsible for providing healthcare services. In general, the Navajo fear the dead
and do not openly discuss death (Navajo Code Talkers Administration, 2014). The staff
in healthcare organizations on the NN currently do not have any standard or structured
training or education related to PC or EOLC. Although they do provide these services,
the services are very limited.
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Research Question
The study sought to answer the clinical research question: do structured PC and
EOLC education and training, including components of Navajo culture and traditions
around death and dying, for healthcare staff improve their confidence, comfort, and
ability to provide care to patients who are at the end of their lives?
Study Aims and Objectives
The aim of the study was to assess the current knowledge of PC and EOLC
among healthcare staff on the adult medical/surgical unit before and after training
regarding basic PC and EOLC.
The study objectives were to:
•

Assess the healthcare staff’s knowledge of PC and EOLC

•

Assess the comfort and confidence level of the staff in providing PC and EOLC

•

Obtain baseline data related to staff knowledge, comfort level, and confidence in
providing PC and EOLC

•

Assess staff’s knowledge of Navajo culture around death and dying

•

Make recommendations to improve the confidence, comfort level, and basic
knowledge of PC and EOLC among healthcare staff who are not considered
specialists in this field

•

Empower the staff, so they are more confident in providing culturally sensitive
Navajo PC and EOLC to patients and families
Scope of the Study
The study included a 2-day education session and assessment of the knowledge,

comfort level, and confidence of healthcare staff in a rural hospital related to PC and
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EOLC. The limitations of this study were geographic isolation, time, and sample size. It
was limited to one small hospital on the NN and to the small number of healthcare staff
in this hospital. Due to the time limitations, a more thorough study could not be
completed.
The study was completed over a 1-month period and was conducted in one
hospital on the NN. This study utilized a quantitative approach, using a Likert scale
questionnaire to assess the domains listed above prior to, immediately after, and 1 month
after the education and training.
Assumptions
Assumptions regarding this study included:
1) The participants fully comprehend the questions asked in the survey.
2) The participants answer honestly survey questions related to their knowledge,
comfort level, and confidence in providing culturally sensitive PC and EOLC at
all survey points.
3) The PC and EOLC training—the End-of-Life Nursing Education Consortium
(ELNEC) Core Course—is presented by ELNEC-certified trainers to staff over a
2-day period.
4) A Navajo cultural component about death and dying is presented by a Navajo
Native Medicine practitioner on the first day of the ELNEC training course.
5) Staff who work in a rural hospital on the NN attend the training and participate in
the training and the survey, including all staff who work on the adult
medical/surgical unit.
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Significance of the Study
This study further validates the need for PC and EOLC training and education for
staff who provide care in rural acute care settings and in areas where there is no access to
certified PC and EOLC. This study demonstrates the positive impact that basic training in
PC and EOLC has on the confidence and comfort levels of healthcare staff in providing
PC and EOLC. Such training improves the culturally sensitive EOLC provided, and thus
improves the experience for the patients who are at the end of their lives and their family
members.
This study further establishes the need for advocacy for these services in rural
areas like the NN among policy makers and organizational leaders. The current lack of
services on the NN results in patients at the end of their lives receiving poor or limited
pain and symptom management, limited emotional and spiritual counseling, lack of care
coordination in relation to their terminal or chronic illness, readmission to the hospital for
various reasons, and increased use of the emergency room. Altogether, this results in a
poor quality of life for the patient and their caretakers.
Lastly, this study opens very sensitive and difficult dialogue with key
stakeholders. It sets the foundation for a feasible alternative for providing timely,
culturally sensitive PC and EOLC within the boundaries of the NN. This study prompts
the NN government and IHS leadership to address this deficiency in access to this
specialty care on the NN.
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CHAPTER 2: REVIEW OF LITERATURE
EOLC is a primary component of comprehensive, family-centered healthcare and
should be afforded to all people and their families. EOLC includes both hospice and PC
and extends past the death of an individual, providing quality spiritual, physical, and
emotional healthcare to those at the end of their lives and their families (Hospice Action
Network, 2017).
Focus and Methods of Review
The focus of this review is the importance of education related to PC and EOLC
in the adult population. This review supports the positive impacts that EOLC has on
patient and family outcomes, and it focuses on rural areas, and specifically Native people,
in describing the important impact that traditional and cultural beliefs have on PC and
EOLC.
The CINAHL and PubMed search engines were used to query the following
search terms in various combinations: staff education, staff training, rural, remote,
“small-town,” indigenous, quality of care, “Native American,” “First Nation,” “palliative
care,” “end-of-life care,” quality of life, (hospice*), and (local*). Initial filters for the
searches included English language and peer reviewed articles. Results varied from none
to more than 200 by combining search terms, using OR to expand the search, and using
AND to limit the search. Additional filters were used based on the number of results
obtained, including publication dates between 2002 to 2018.
This literature review considered both qualitative and quantitative research. From
a total of 37 articles, 12 were deemed eligible to include. Selection was based on each
study’s focus on the impact that education and training for healthcare staff have on PC or
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EOLC, the impact that PC has on health outcomes, EOLC in Native American and/or
Indigenous communities, and how cultural and traditional customs or beliefs are viewed
within Indigenous communities, specifically related to death and dying. Three of the 12
eligible articles are outside of the 5-year literature span, due to sparse numbers of studies
focused on American Indian EOLC or EOLC provided by the IHS.
After reviewing the abstracts of the selected articles, a more thorough review and
analysis of themes took place. Four key themes were identified for this review: 1)
education and training related to PC, 2) PC in rural settings, 3) healthcare outcomes
related to PC, and 4) PC among Native Americans or Indigenous communities. These
themes structured this review and analysis of the literature.
Education and Training
Education, training, and knowledge of healthcare staff impact the quality of
EOLC provided to patients and their families and have a direct correlation to staff’s
comfort and confidence levels in providing care (IOM, 2015; Shulman, Hudson,
Kennedy, Brophy, & Stone, 2018). By empowering healthcare staff with the knowledge
of basic EOLC, organizations support an environment of quality care. Such environments
are marked by improved quality of life for patients and families, improved
communication among healthcare teams and patients, improved care coordination,
improved decision making by the healthcare team, and improved symptom management
(IOM, 2015; Mayrhofer et al., 2016; Thomas, Tanner, & Wilson, 2016; Shulman et al.,
2018; Wilson, Tariman, & Graf, 2018).
Shulman et al. (2018) demonstrated an improvement in the areas of confidence,
knowledge, and openness between pre- and post-EOLC training and education. A
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decrease in stress by staff was also noted in this study. In the qualitative study by Holms,
Milligan, and Kidd (2014), similar results were reached.
Acute care settings without specialty palliative or EOLC services often do not
provide basic palliative or EOLC training to staff (Holms et al., 2014). Staff who work in
areas where EOLC is not a specialty, such as acute care hospitals, expressed that lack of
training and education has negative impacts on patient care (Holms et al., 2014; Wilson et
al., 2018). These negative effects impact overall quality and effectiveness of the care
provided. Staff expressed that this lack of knowledge has a direct influence on decision
making, quality of postmortem care, communication, stress levels of staff, and overall
quality of care provided (Holms et al., 2014; Shulman et al., 2018; Wilson et al., 2018).
Providing basic palliative and EOLC training and education has been shown to
improve staff’s ability to provide care in a more confident manner, which then improves
the overall care provided to the patient and their family members (Shulman et al., 2018).
Incorporating basic palliative and EOLC training for healthcare staff in any setting is
important and empowers staff to provide EOLC in a more confident manner. It also
improves communication and, most notably, the quality of care provided to patients
(Holms et al., 2014; IOM, 2015; Shulman et al., 2018; Wilson et al., 2018).
Palliative Care in Rural America
The increasing number of elderly adults and those with chronic illness continues
to rise, and this holds true in all areas of the country, including rural communities such as
the NN. PC and EOLC services are more available in urban areas of the country (Fink et
al., 2013). This care is considered a specialty in healthcare, indicating that no education
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in PC or EOLC is required in most physician, nursing, and advanced nursing programs
across the country (IOM, 2015).
Despite the increasing number of patients who require EOLC and the cost of care
for chronically ill patients, a lack of care continues to exist in meeting the needs of those
at the end of their lives. This lack is increased for those who live in rural areas (Fink et
al., 2013). Medicare reported that the number of individuals who used hospice services
are twofold in urban areas compared to rural areas of the country (Rural Health
Information Hub, 2019).
Rural areas have increased challenges in implementing PC services. Fink et al.
(2013) identified lack of support from administrators in implementing PC, inadequate
training and education of staff in rural areas, lack of mentorship of healthcare staff in
rural areas, and lack of resources related to PC for healthcare staff working in rural
settings. Fink et al.’s study emphasized the need for forming relationships, or establishing
partners, with those who have expertise in PC and EOLC. Fink et al. also stressed the
need to improve the knowledge of staff who work in rural care settings through
alternative methods, such as online training programs.
Campbell, Merwin, and Yan (2009) identified decreasing numbers of available
hospice services in rural areas. They also noted that rural areas have decreased numbers
of physicians in general, and many rural areas are without any certified hospice-licensed
physicians. Even more alarming, only 23% availability of hospice services exists in rural
zip codes, as compared to 98.7% availability in urban areas. Additionally, Campbell et al.
(2009) found rural areas have increased health disparities, and the lack of availability of
EOLC was most common among those who also had higher levels of poverty and higher
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numbers of minorities. Forty percent of American Indians and Alaska Natives (AI/AN)
live in rural areas and have higher rates of chronic disease, including diabetes, liver
disease, and cancer, yet they account for only 0.2% of the users of hospice care in the
United States (Colclough & Brown, 2014; Gebauer et al., 2016).
Healthcare Outcomes
Sidebottom, Jorgenson, Richards, Kirven, and Sillah (2015) discussed the
improvements in symptom burden, depression symptoms, and quality of life for those in
which a PC model was implemented into the plan of care. Their study involved adult
patients diagnosed with heart failure admitted to an inpatient setting and used a
randomized trial method among eligible candidates. The intervention consisted of
standard PC implementation by the identified PC team within the hospital. Data were
drawn from three questionnaires that assessed quality of life, depression, and symptom
burden. Data were collected at baseline and 1 month and 3 months after enrollment.
Overall results demonstrated improvement in all three outcomes in the intervention group
at 1 month and 3 months, contributing to evidence within current literature that PC can
improve symptom burden, depression symptoms, and quality of life.
PC supports aspects of care that improve overall outcomes. Managing symptoms
at the end of life, promoting the independence of the patient through the progression of
disease, and focusing on the needs of the caregiver are all aims of PC (Swami & Case,
2018). Keeping patients comfortable and decreasing the suffering patients often
experience is a priority. Swami and Case note that overall outcomes and quality of life
are improved when PC or EOLC is a component of care for those who have terminal or
advanced illness. This study highlights that PC contributes to fewer hospital admissions
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and often prolongs the life of patients, thus decreasing the stress and burden on patients
and their families.
Native American or Indigenous Communities
A qualitative study performed by Kelly et al. (2009) identified the cultural
differences among First Nations people versus traditional western hospital-based care at
the end of life. Data were gathered through phenomenological, semi-structured, in-depth
interviews with 10 grieving Cree and Ojibway aboriginal family members. The
interviews were conducted in English, but also had a mixture of the Ojibway-Cree
language. Findings from this study identified three key themes: communication,
caregiving, and environment.
The interviews cited communication as the most discussed topic. This was
analyzed as communication between the family members, physicians, and interpreters.
Findings indicated that communication by physicians could be more direct, factual, and
not misleading regarding the prognosis of the patient. Family members voiced that it was
at times difficult to communicate due to cultural views regarding death. Some identified
limitations regarding communication from a family unit, as opposed to communicating
with one individual, which in turn had an impact on advanced care planning. Lastly,
communication issues with interpreters were identified, noting that interpreters were not
always available and their importance in the communication needs of the patient. The
lack of interpreter training related to PC was evident.
Caregiving was also a theme identified in this study. Overall care was a positive
experience for the families, specifically the management of symptoms. Spiritual aspects
of care, including prayer, singing, and the availability of clergy, were acknowledged as
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important by the family members. Lastly, the importance for the family to have time with
the deceased was recognized as an important element.
Environment was the final theme noted in this study, in particular the amount of
space available for family members during EOLC. The First Nations people indicated
that within their culture, family consists of extended family and the community and is a
vital part of their cultural beliefs. Study participants conveyed appreciation of the hospital
staff’s cultural awareness and the importance of offering tea during to those experiencing
the end of a family member’s life. Lastly, the overall environment was discussed in terms
of the participation and knowledge of the entire hospital staff and their roles in providing
EOLC. The authors emphasized the importance of education for all staff involved with
EOLC. The overall study findings, in which family members identified communication
as a primary component of EOLC, revealed the importance of a culturally spiritual
component in care, the need for adequate space for multiple family and community
members to visit the patient, and the need for education for all hospital staff in both PC
and EOLC.
Kitzes and Berger (2004) found that EOLC and PC issues within the IHS
Albuquerque Area are directly related to chronic disease, which is the leading cause of
death among AI/AN. They also noted an increasing life expectancy among AI/AN. This
study employed both quantitative and qualitative approaches, using retrospective,
randomized chart reviews and semi-structured interviews with hospital staff and cultural
advisors regarding EOLC policy and procedures within selected IHS sites. The
researchers noted that EOLC issues were documented only occasionally among the
AI/AN participants. Forty-five percent of the medical records reviewed documented
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discussion by the physician regarding diagnosis, but only 5% described what was
discussed with the family. Twenty-seven percent of the records documented do-notresuscitate orders, of which 97% were documented only when it was apparent that death
was imminent, suggesting there was insufficient preparation for EOLC. The records
reviews also revealed a lack of symptom management, including lack of use of
assessment scales for pain or any other symptoms, despite a patient’s prognosis. None of
the records noted documentation offering hospice or home care for the patients and/or
family members.
The interviews with staff indicated the facilities had no financial planning or
strategies in place to support EOLC, nor policies, procedures, or protocols for any type of
PC service. The interviews demonstrated support from all facilities for the use of
traditional ceremony by designating a special place for these ceremonies to take place in.
All facilities were open to traditional healers to be a part of patient care, supported
medical and nursing staff in encouraging the use of traditional practices, and allowed
autonomy to the family regarding the care of the body after death. Lastly, the interviews
with cultural advisors highlighted that EOLC should be individualized and avoid any
stereotyping, particularly if one is a member of a specific tribe.
Cultural considerations in EOLC among AI/AN are a vital component in
implementation of EOLC services. Discussing or planning for death is forbidden in most
AI/AN tribes, as it is viewed as a means of luring bad or evil spirits (Colclough & Brown,
2014). Ensuring education related to cultural customs and practices is an essential part of
basic PC and EOLC training for healthcare staff.
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AI/AN consider family the foundation and essence of life and self-identity.
Family includes extended family members, community members, and relations through
clanship. Family is a vital component in making life-changing decisions (Colclough &
Brown, 2014). Colclough and Brown found that AI, both patient and family, have
different concepts and views of death and the dying process, and are inclined to use
traditional healing practices as a means of remaining connected to nature and their
environment through the advancing illness until death. Their study discussed the concept
of complex adaptive systems and how such systems exist in AI tribes and their cultural
beliefs. The researchers highlighted the need for continued education within AI
communities to allow them access to EOLC with the goal of improving end-of-life
experiences.
Summary
This literature review highlights: 1) the positive impacts that EOLC has on
managing symptoms and decreasing suffering at the end of life; 2) the lack of PC or
EOLC education in rural areas and acute care settings, along with the results of these
gaps in education; 3) the scant availability of EOLC in rural areas; 4) the importance of
culturally sensitive care among Indigenous people; and 5) the lack of standard practices
related to EOLC within IHS.
Sidebottom et al. (2015), although studying heart failure patients, demonstrated
the positive effects that PC has on symptom management and quality of life. In their
study, symptoms related to pain, tiredness, nausea, depression, anxiety, shortness of
breath, appetite, and well-being were assessed and seen to improve with PC. Kelly et al.
(2009) demonstrated the importance and challenge of integrating cultural values into the
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care of those at the end of life. The need for space large enough to accommodate family,
the understanding of cultural traditions, and the importance of communication and
respect were all identified in Kelly et al.’s study.
This review identified the impacts EOLC has on patients and family members
who are experiencing a terminal or advanced illness. The reviewed literature emphasized
the importance of cultural traditions and beliefs among Indigenous people in the care they
receive. Lack of PC or EOLC increases the risk for poor quality of life and poor health
outcomes for those at the end of their lives. Individuals who live in rural locations have
decreased or no access to PC or EOLC, even while AI/AN have increased rates of
chronic illnesses (Isaacson & Lynch, 2018).
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CHAPTER 3: THEORETICAL MODEL AND METHODOLOGY
Theoretical Model
Kolb’s Experiential Learning Model
The primary theoretical foundation that guided this project was David Kolb’s
(2015) Experiential Learning Model. This model is based on constructivist ideology, has
six principles, and is a cyclical learning theory. The emphasis of this theory is on the
experience of the individual and how experiences impact and build on the learning
process that is unique to each person. Experiential learning is a continuous process that
interconnects an individual’s education, work, and experiences. Building knowledge and
learning through experience allows individuals to master their own growth and is a neverending process. This theory appreciates the uniqueness of all people and that each person
learns and comprehends differently.
The six principles of Kolb’s Experiential Learning theory are principles of adult
learning and are founded on the concept that experience lays the central foundation in
human learning and development. These principles are shaped on the concept that
humans are adaptive to their experiences. The six principles are: 1) Learning is a process;
2) Learning is re-learning; 3) Emotional reflection; 4) Holistic learning; 5) Environmental
learning; and 6) Constructivism (Kolb & Kolb, 2005).
Collaborative work between David Kolb (2015) and James Zull espouses the
belief that experiential learning has a neurological foundation and that this type of
learning is built on each person’s neuronal structure. This concept explains the brain’s
function and response to learning experiences and explores the split-brain effect in one’s
course of learning. The split-brain notion describes how the left and right hemispheres of
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the brain work together to grasp, retain, and build concepts of learning. Figure 1 shows
which areas of the brain relate to each aspect of Kolb’s theory. Kolb’s theory also
supports dual knowledge theory as it relates to experiential learning (Kolb, 2015). The
emphasis of dual knowledge theory is that left and right hemispheres of the brain have
unique functions that impact experiential learning. While the left hemisphere is abstract
and analytical and rationalizes input, the right hemisphere is spatial, concrete, analogical,
and intuitive.

Figure 1. Kolb's Experiential Learning Theory and the brain.
The use of both hemispheres of the brain further explains how experiential
learning is built on the brain’s neuronal structure. Interestingly, over time the brain
physically changes, and these changes are dependent on one’s experiences (Kolb, 2015).
The sensory cortex receives message and information in the form of senses, and this in
turn creates emotions. In Kolb’s Experiential Learning theory, this process is based on
concrete experiences and occurs when an individual has an experience through their
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senses. Reflective observation is an experience that induces memory, and these memories
create emotions—a process that occurs in the rear integrative cortex of the brain. The
front integral cortex is an area where judgement is achieved, short-term memories are
housed, and problem solving takes place. This area is vital in making decisions in a
learning environment, especially deciding how to improve an upon a previous
experience. Finally, the motor cortex is where actions are created. Actions can be based
on previous experience or can arise directly from receiving messages or impulses from
the sensory cortex (Kolb, 2015). Kolb’s theory uses these physical processes to explain
how both sides of the brain impact and improve the learning experience.
This study focuses on the impacts that training and education have on healthcare
staff’s comfort level and knowledge of palliative and EOLC. This study incorporated
Kolb’s process of leaning and implemented each aspect of the cycle. The healthcare staff
participants learned through lecture and discussion, and this allowed them to discuss their
concrete experiences and follow up with reflection. Reflection allowed them to express
the experiences they each had with EOLC. Reflection included sharing stories of being
the caregiver for family members or loved ones who had chronic or terminal conditions
and were at the end of their lives, as well as sharing their feelings in caring for patients at
the end of their lives without having had the education of this 2-day training session.
Some participants shared their experiences caring for Navajo individuals at the end of
their lives and how those experiences impacted them personally and as healthcare
providers.
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Chinle Service Unit Improvement Cycle
This quality project also utilized the Chinle Service Unit (CSU) Improvement
Cycle (Figure 2). This framework was established by the CSU Bluebirds, the
improvement team comprised of senior leaders within the organization. This model is
grounded in the Plan-Do-Study-Act cycle (PDSA; Institute for Healthcare Improvement,
2020), which allows for assessments of change to be carried out after planning a process,
testing it, reflecting on the actions taken, and revising the process for improvement. Here
the PDSA cycle has been modified to incorporate Navajo traditions and beliefs and
follows the pathway of the sun, moving in a clockwise direction. This model was
combined with Kolb’s Learning theory for this project.

Figure 2. Chinle Service Unit Performance Improvement Cycle.

21
The CSU Improvement Cycle incorporates the Navajo model of wellness, in that
it moves in a clockwise motion and never counterclockwise. Moving in the pathway of
sun signifies a harmonious balance. All the improvement work at CSU moves in the
clockwise direction, meaning as each phase is achieved, the cycle continues to the next
phase until a full circle is complete. Once the cycle is complete, next steps are identified,
and the cycle continues. Counterclockwise motion depicts an imbalance. Any time there
is an imbalance, immediate intervention is essential to regain balance and a state of
harmony.
This project moved through this path or cycle, and like Kolb’s theory, it is a
continuous cycle, building on and learning from each previous cycle. It was important to
include a familiar and meaningful process for staff who were part of this project. All
healthcare staff at CSU participate in and use this cycle to perform improvement work at
the hospital. The Kolb Experiential Learning theory and the CSU Improvement Cycle
continue through time and can result in the birth of new improvement cycles and ideas or
improve current processes and ideas.
In Navajo tradition, the East direction is where thinking (Nits1h1kees) takes place
and where an issue or problem is identified. The East mountain is Mount Blanca and is
physically located in Alamos, Colorado. It is believed that the Holy People of the Dine’
dressed this mountain in a perfect white shell for positive thoughts and thinking (U.
Knoki-Wilson, personal communication, April 27, 2019).
In healthcare on Navajo, this Thinking phase involves assessing the current state
of healthcare. This evaluation brings up many healthcare issues on the NN, such as lack
of access to specialty services. The East direction includes the how—how to improve
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care to rural communities like those on the NN. Many specialty services, including PC
and EOLC, are not provided on the NN. This has impacted the quality of care that
patients receive and has impacted patient care outcomes negatively. Through this
Thinking phase or East direction, this project’s focus was established.
The South direction is where planning (Nahat’1) begins. The southerly scared
mountain is Mt. Taylor located in Grants, New Mexico. It was decorated with the
turquoise stone for health, positive learning, and clarity of life goals. It represents
planning and development and gives voice to direction for making difficult decisions and
solving issues (U. Knoki-Wilson, personal communication, April 27, 2019).
For this project, the South direction and Planning phase included thought and
research as to how to format and build the concepts of the project, with the aim of
improving patient care on the NN. Planning this project involved various components to
ensure its successful completion. Writing a proposal was the backbone of the planning for
this project and entailed working collaboratively with the University of New Mexico
College of Nursing faculty, the faculty of the ELNEC group and trainers, and the staff of
the CSU.
The West mountain is the San Francisco Peaks located in Flagstaff, Arizona. The
Holy People of the Navajo decorated this mountain with abalone shell to create
appreciation of life. This is where process occurs and where action takes place and
implementation (Iin1) of ideas and concepts is initiated (U. Knoki-Wilson, personal
communication, April 27, 2019). The Implementation phase of this project consisted of
holding the 2-day ELNEC training program at CSU, then applying the knowledge gained
into the healthcare staff’s practice.
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The North mountain is located northeast of Mancos, Colorado. This mountain is
adorned with the beautiful black jet stone for positive awareness and protection (U.
Knoki-Wilson, personal communication, April 27, 2019). This direction represents
intellectual thinking (Sihasin) and allows reflecting on what was learned from this
project. The Reflecting phase of this project included analysis of the data obtained and
determining next steps in moving forward. Sihasin allowed study of the results and
interventions, which resulted in improvements in training or changing the approach to
providing knowledge to the healthcare staff, with an overall goal of improving patient
care.
Methodology
The quantitative aspect of this study utilized a Likert survey process. The survey
was given to the participants before the training session, after the training, and 1 month
after training. The End-Of-Life Professional Caregiver Survey (EPCS; Appendix A) was
provided to all participants at each of the three points in time. Three additional questions
were added to this tool and related to Navajo cultural concepts of death and dying
(questions 29, 30, and 31 on the survey). The Research Electronic Data Capture
(REDCap) was used to collect survey data at all points. Use of the REDCap software
allowed data to be collected and managed in a confidential and standard method for all
participants who completed the survey. The surveys were automatically generated by the
REDCap system at each timepoint in the study.
Ethical Issues and Human Subject Protection
This study did not present any specific ethical concerns. Confidentiality was
protected for all participants, who were provided the survey through the REDCap survey
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collection process. To ensure that Navajo traditional customs were practiced, a protection
prayer in the Navajo language was performed each day to reduce or eliminate the fear of
taboos when discussing death and dying.
Setting and Resources
This study took place in a hospital on the Navajo Nation. Physical resources
utilized were the building where the training took place, technical equipment and support,
and educational supplies. Staff resources utilized were those of the hospital and the
certified ELNEC trainers.
Study Population
The study population was healthcare staff who provide care or are responsible for
care provided to patients in the adult medical/surgical unit of a rural hospital on the NN.
The staff included nurses, nursing assistants, Native Medicine practitioners, medical
assistants, and other healthcare staff who provide care to patients on this unit. The Native
Medicine practitioners, discharge planner, and behavioral health staff are active members
of the interdisciplinary team managing patients on this unit.
This population was selected based on location. The location was chosen for the
care the hospital provides and because it is in a rural geographical area. This hospital
provides care to patients at the end of their lives and who also require comfort care, but
there are no standard palliative or hospice services at this hospital or within the
community. The lack of access to palliative and hospice services at this hospital
contributes to the lack of healthcare staff specializing in palliative or EOLC. As in many
rural settings, a deficiency exists here in clinician education related to PC practices
(Taylor, Dionne-Odom, Currie, Stockdill, & Bakitas, 2019). This deficiency is also
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evident at the hosptial, which does not require or provide training related to PC or EOLC
to any healthcare staff in the organization.
Research Design
Sources of data. All data sources were directly retrieved from the EPCS that was
completed by the healthcare staff. These data were collected using the REDCap program
at three points in time.
Data collection process and tool. Data were collected from staff attending the 2day ELNEC Core Course. This course covered nine modules (Appendix B). Eight of the
modules were directly from the ELNEC program, and one module was added. The added
module was developed and taught by a Navajo Native Medicine practitioner from the
CSU. The other eight ELNEC modules were taught by two certified ELNEC trainers,
who traveled to the NN to teach the course.
The ELNEC project is a collaborative effort between the American Association of
Colleges of Nursing and the national cancer research center City of Hope to improve
palliative care throughout the nation by improving the education and knowledge of
healthcare staff. Since 2000, this program has reached approximately 25,000 healthcare
staff in the United States and provided training in over 100 countries (American
Association of Colleges of Nursing, 2020). Since this initiative’s inception, it continues
to grow and reach healthcare staff, faculty, and students.
Because discussing death is viewed by Navajo as taboo and is very sensitive in
nature (G. Begay, personal communication, August 2018), each day of the training in
Chinle began with a prayer performed in the Navajo language, and each day ended the
same way. Beginning and ending each day with positive thoughts through prayer is
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practiced by the Navajo people, especially in settings that involve discussing death and
dying, since talking of death in any sense is considered wrong and is thought to possibly
produce negative circumstances in one’s daily life.
Data were collected using the EPCS tool. Demographic data were collected on the
initial survey. Three additional questions gauged the healthcare staff’s comfort level,
confidence, and knowledge related to Navajo beliefs about death and dying. The EPCS is
a validated instrument used to assess the knowledge of healthcare professionals in
relation to palliative and EOLC.
The EPCS is a 28-question, 5-point Likert scale survey, with the lowest rating
represented by a score of 0 and the highest rating represented by a score of 4. The scale
range is from not at all (0) to very much (4). The survey questions relate to comfort level,
knowledge, and confidence in providing palliative and EOLC. Lazenby, Ercolano,
Shulman-Green, and McCorkle (2012) found internal reliability to be a strength of the
EPCS. Reliability for this study was determined using Cronbach’s α. Lazenby et al.
(2012) determined > 0.70 to evidence adequate reliability, and the results of their study
showed an α of 0.96 for all 28 items in the EPSC. Their findings also allude to the
EPCS’s comprehensive coverage of all subjects contained in the end-of-life core
curriculum. The EPCS is considered a valid scale to evaluate the educational needs and
familiarity of healthcare professionals concerning EOLC.
Data collection plan. Data were collected at three time points in this study. The
initial time point (Time 1) occurred 2 weeks before the ELNEC Core Course training.
Time 2 occurred the first week after the training was complete. Time 3 occurred 1 month
after the training.
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All data were gathered using the REDCap software. Participants received an
email invitation at each time point notifying them that the survey was available to
complete. The email invitations were autogenerated using the REDCap software program
and included instructions with a link to the survey.
The extracted, de-identified data were recorded into the EPCS Excel spreadsheet
electronic file by the investigator, which was housed on an encrypted computer in a
locked office in a locked drawer accessible only to the investigator.
Timeline
The timeline for this study included:
1. Planning – June 2017 to April 2019
2. Proposal defense – April 08, 2019
3. UNM Institutional Review Board approval – August 27, 2019
4. Training on PC and EOLC – September 13–14 2019
5. Data collection and analysis – September 2019 to December 2019
6. Defense of Doctor of Nursing Practice Scholarly Project – May 7, 2020
Statistical Analysis
Descriptive statistics of frequency, central tendency, and variation were used to
analyze data collected at the three time points, as well as demographic data (gender, race,
occupation, and highest level of education). The two-paired t-test compared the mean
scores obtained from the survey for the same participants at each time point. Power
analysis for effect size was determined using Cohen’s d testing. Cohen’s d was used to
determine difference between groups where the t-test was used. The following values
were used: 0.2 = small effect, 0.5 = medium effect, and 0.8 = large effect (Pallant, 2016).
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The null hypothesis was that the mean scores would be equal or not change at
each time point. The alternative hypothesis was that the mean scores would not be the
same at each time point, and at Times 2 and 3 the mean score for each question would be
higher than the mean scores at Time 1.
Budget
The budget for this project was $6000. The major portion of the expense
comprised the fees to bring two certified ELNEC trainers to complete the 2-day course in
Chinle, Arizona—an all-inclusive rate of $5500. One trainer traveled from Oregon and
the other traveled from Phoenix, Arizona. Refreshments were provided to participants
and instructors at a cost of $250 for both days, paid by the researcher. Supplies and
material cost approximately $250. The costs of supplies, materials, and trainers were paid
by the organization using funds allocated for staff education.
Additional expenses included the time each staff member spent attending the
training, the time staff members spent preparing for the training, having additional staff
cover the adult medical/surgical unit so all regular staff from this unit could attend the
training, and set-up and clean up time before and after each training session. Some of
these costs were compensated in the form of overtime pay to staff.
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CHAPTER 4: RESULTS AND DISCUSSION
Results and Outcomes
A total of 42 healthcare staff participated in the 2-day ELNEC Core Course. All
attendees worked and provided care to patients in the CSU. Twenty-six registered nurses,
seven nursing assistants, five medical clerks, and four other healthcare staff attended the
training sessions (Figure 3). While the training was open to a total of 40 participants, the
actual attendance exceeded this number, as some individuals did not pre-register, arrived
for the training, and were allowed to attend.

Staff (by title) who attended ELNEC
Core Course
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Figure 3. Staff participants by title.
The EPCS tool was distributed via REDCap software to 37 of the 42 participants.
Of the 42 who attended the training, five individuals did not pre-register for the course
and so did not receive the initial survey invitation. The initial survey is identified as Time
1 in this study. This study compared the results from Time 1 to Time 2 and from Time 1
to Time 3. Hence those who did not complete the initial survey were considered
ineligible to complete the survey at Times 2 and 3.
Thirty-three (89.2%) of the 37 individuals who received an invitation for the
initial survey participated in the survey at Time 1. Of the 33 individuals who completed
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the initial survey, 28 (84.8%) completed the EPCS at Time 2, and 27 (81.8%) completed
the survey at Time 3. At each time point, at least one participant did not answer all the
questions; thus, their answers were excluded from the analysis of data.
Table 1 presents demographic distribution totals and percentages, including
gender, race, and occupation for those who participated in the initial survey (N = 33).
Ages ranged from 24 to 65 years. The mean age of the participants was 43.8 years (SD =
12.3). A majority of participants, n = 20, (61%), listed AI/AN as their race. Seven (21%)
selected Asian, one (3%) selected Black or African American, three (9%) selected White,
one (3%) selected More than One Race, and one (3% ) chose not to answer. A vast
majority, n = 32 (97%), were female, and 3% (n = 1) were male. Seventy percent (n = 23)
were registered nurses, two (6%) were health technicians/medical assistants, one (3%)
was a licensed practical nurse, five (15%) were nursing assistants, and two (6% ) listed
Other as their occupation.
Table 1
Demographics—Gender, Race, and Occupation

Table 2 presents the level of education of participants who participated in the
initial survey. The highest level of education varied between some college/no degree to
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doctoral-level education. A majority of participants, n = 16 (49%), had bachelor-level
education. n = 6 (18%) listed Certificate Program as their highest level, n = 3 (9%) had an
associate’s degree, n = 4 (12%) had a master’s degree, n = 1 (3%) had doctoral-level
education, n = 2 (6%) had some college but no degree, and n = 1 (3%) did not answer.
Table 2
Level of Education

Results from the 31-question Likert scale EPCS (Appendix A) were subdivided
into four domains. These domains are: Patient/Family Centered Communication (the first
12 questions of the survey), Cultural Ethical Values (the next 8 questions), Effective Care
Delivery (the following 8 questions), and Cultural Competence (the last 3 questions).
Survey questions focused on participants’ knowledge, comfort level, and confidence in
each of these domains.
Table 3 presents the mean (M) scores and standard deviation (SD) in each of the
four domains at the three time points. The t-value and Cohen’s d values are presented for
Times 2 and 3 to express whether any significant difference in scores existed before
training and after training, as well as to indicate the effect size of the significance. The
mean scores before the training ranged from a low of 1.85 (SD = 0.80) in the Effective

32
Care Delivery domain to a high of 2.38 (SD = 0.76) in the Patient/Family Centered
Communication domain. Immediately after the training, mean scores ranged from 2.90
(SD = 0.84) in the Effective Care Delivery domain to 3.17 (SD = 0.77) in the area of
Cultural Competence.
Table 3
Comparison of Outcomes at Times 1, 2, and 3
Patient/Family Centered Communication
1: Pre-traininga
2: Post-training
3: 1-month follow-up
Cultural Ethical Values
1: Pre-trainingb
2: Post-training
3: 1-month follow-up
Effective Care Delivery
1: Pre-trainingc
2: Post-training
3: 1-month follow-up
Cultural Competence
1: Pre-trainingd
2: Post-training
3: 1-month follow-up

M

SD

T

d

2.38
3.06
2.89

0.76
0.82
0.72

6.38***
4.76***

0.87
0.81

2.09
2.98
2.72

0.87
0.81
0.78

7.90***
4.40***

1.05
0.85

1.85
2.90
2.58

0.80
0.84
0.76

6.63***
4.94***

1.28
1.02

2.03
3.17
3.03

1.21
0.77
0.93

6.02***
5.16***

1.06
0.91

a

n = 26, M = 2.29, SD = 0.78 for comparison to Time 3
n = 26, M = 2.00, SD = 0.90 for comparison to Time 3
c
n = 26, M = 1.78, SD = 0.80 for comparison to Time 3
d
n = 25, M = 1.97, SD = 1.28 for comparison to Time 3
*** p ≤ .001
b

Significance, measured by the two-way t-test, existed at all comparison time
points. The t-value ranges for all four domains showed significant difference in mean
scores before and immediately after training (p ≤. 001). They also revealed a significant
difference in mean scores before training and at 1 month post-training (p ≤ .001).
Cohen’s d values ranging from 0.81 to 1.28 revealed large effect sizes in all four
domains at all time points. The largest effect size yielded a Cohen’s d value of 1.28 and

33
was observed between the pre-training and immediately post-training mean scores in the
domain of Effective Care Delivery. A Cohen’s d value of 1.06 was observed in the area
of Cultural Competence from pre-training to immediately post-training.
Interpretation of Findings
The findings indicate that providing basic EOLC education, such as the ELNEC
Core Course, to healthcare staff improves their confidence, knowledge, and comfort level
regarding EOLC. All domains of this study, most notably Effective Care Delivery and
Cultural Competence, demonstrated this outcome. The evidence in this study allowed the
null hypothesis to be rejected and the alternative hypothesis to be accepted, as all mean
scores in all areas improved at both comparison times. These results support the need to
provide education and training to staff in rural and frontier geographic areas who have
limited or no access to palliative and EOLC.
The area of greatest improvement in mean scores was Cultural Competence. This
domain consisted of questions related to staff’s knowledge, comfort level, and confidence
regarding Navajo traditional beliefs on death and dying. For this study, a ninth module
was added to the 8-module ELNEC Core Course and covered various aspects of
traditional Navajo beliefs concerning death and dying. The content of this module proved
to be effective in increasing the knowledge of the participants, thus improving their
confidence in providing EOLC and understanding the Navajo concepts of death and
dying. Incorporating cultural values and beliefs into the care provided at the end of life is
an important component for healthcare providers, as it helps them recognize the
importance of family and other values (Kelly et al., 2009) when working in culturally rich
communities.
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Sixty-one percent of the participants selected AI/AN as their race, and the other
39% varied among Asian, White, African American/Black, and Other. Although AI/AN
were the largest number of participants in this study, the Cultural Competence domain
had a pre-training mean score of 2.03—the second lowest mean score in all four domains.
The mean score difference in this domain from pre-training to immediately post-training
was the single biggest difference in mean scores. This is of interest in that most of the
AI/AN participants were from the NN, indicating that cultural competence is imperative
in all settings, no matter the background of the healthcare staff.
Discussion
Implications for Practice
The implications of this study for practice in rural areas, specifically on the NN,
support improving EOLC by educating healthcare staff. This can be accomplished by
providing evidenced-based education, such as the ELNEC Core Course, on site in rural
area hospitals, which allows more staff to attend at one time in one place and facilitates
the discussion of challenges experienced by that specific institution. Many challenges are
common among healthcare institutions, but many are unique to rural settings (Taylor et
al., 2019).
Improving quality of life and patient outcomes through EOLC education and
training for those with chronic or life-limiting illnesses (Takenouchi et al., 2017) should
be considered for all healthcare staff who provide care for this population. These staff
include primary care providers, home health providers, and those who work in hospital
settings where an absence of specialized PC or EOLC exists. Cultural aspects of
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palliative and EOLC are a vital component in assuring patients are provided with
appropriate, culturally sensitive care (Fink et al., 2013; Takenouchi et al., 2017).
In training staff, especially in rural or frontier geographic areas, more innovative
methods should be considered, along with a goal of sustainability. Methods to consider
may include: virtual tele-education sessions by certified trainers; educational symposiums
held in rural areas; online programs; and train-the-trainer initiatives with identified staff,
who would receive necessary training and then provide on-site training for rural staff.
Lastly, fostering relationships with urban palliative and hospice care centers
should be a priority for rural communities. Doing so helps to meet the IOM’s (2015)
overarching goal of assuring all patients and their families have access to palliative care.
Collaborative efforts can not only close the gap of lacking EOLC education for rural
healthcare staff but also improve resources and access to care for patients who require it.
Patient-centered approach. Education related to EOLC is imperative for
healthcare staff, as it demonstrates the importance of integrating the goals of patient and
family care into overall healthcare goals. For many Indigenous people, dying within their
communities is important and valued (Taylor et al., 2019), and this should be considered
by healthcare providers offering care within the boundaries of Indigenous communities.
Indigenous patients consider extended and clanship relations an important component in
their decision making, including their healthcare decisions (Colclough & Brown, 2014).
The module on Navajo beliefs on death and dying in this study included the importance
of family in EOLC. Comprehending the overarching goals of PC and EOLC is imperative
for healthcare providers so they understand that patient-centered care is a vital component
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of overall care and so they allow a patient-centered approach to drive EOLC when
coordinating care for patients with chronic or life-limiting illnesses (Dahlin, 2019).
Limitations for Health Policy
Health policy—in general regarding access to EOLC and specifically in rural
areas like the NN—is limited regarding the importance of education and training. Navajo
beliefs around death and dying impact policy and advocacy related to palliative and
EOLC. Advocacy for EOLC begins with education of tribal policy makers and key
community-level stakeholders.
Currently no policy related to EOLC exists on the NN, although there are national
and state policies. The NN is recognized as a sovereign nation, which in itself can be
considered an obstacle, as any federal, state, or national policy or legislation might not be
adopted by the NN government. While the state of Arizona does have legislation
regarding EOLC for terminally ill individuals (Compassion and Choices Arizona, 2013),
it is vague and the payer source is not well defined. It includes limitations, such as a 6month life expectancy to be eligible for Medicare services, and does not address or offer
any waived options for those who reside in rural or frontier geographic locations.
Strengths and Limitations of the Study
A strength of this study was that it verified the necessity for EOLC education and
training in rural settings, such as the NN. This study utilized an evidenced-based
intervention, the ELNEC Core Course, which proved to be an effective training program.
Education and training specifically related to Navajo traditional cultural competence was
a component of the training and was shown to improve the knowledge and confidence of
the healthcare staff in this area.
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The limitations of this study were that the number of participants was a small
sample (N=27), limiting the study’s generalizability, and the study was only performed at
one rural hospital on the NN. A further limitation of this study was that the participants
were primarily nurses (n = 23; 70%); however, palliative and EOLC utilize a
multidisciplinary approach to be most effective in benefiting patients (Dahlin, 2019).
Suggestions for Further Research
This study not only focused on the need for training and education to improve the
knowledge and confidence of healthcare staff in one rural hospital, but also brings to light
the absence of palliative care in rural settings, such as the NN. Given that this study was
limited to one hospital with a small number of participants, this study should be repeated
in a larger number of hospitals on the NN and with a larger number of participants from
multiple disciplines. A further suggestion for future research is geared toward improving
patient and family outcomes for those with chronic or life-limiting illnesses on the NN by
researching the effects of culturally appropriate EOLC and how this care impacts patient
care outcomes.
Concluding Remarks
Improving the quality of life until one dies encompasses the ability to provide
competent healthcare across the healthcare continuum. This involves ensuring patients
receive competent care when facing chronic or terminal illnesses. The benefits of training
and education for healthcare staff are directly related to their confidence and comfort
level in providing competent EOLC to patients, which improves quality of care and
patient care outcomes (Malloy & Davis, 2019). In today’s complex healthcare, all people
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deserve the right to equal and equitable healthcare from birth until death. This includes
dignified, respectful, and competent care at all phases of the life cycle.
The continued need for health policy regarding palliative and EOLC is evident,
especially for rural areas, where poverty levels are high and access to care is inadequate
and does not keep up with the need for specialty care services. Recognizing access to
palliative care as a basic human right enforces the need for improved health policy
regarding payment and access to services.
The NN has all the challenges of other rural communities, like poorer health
outcomes, transportation issues, and higher unemployment rates, as discussed by
Kaasalainen et al. (2014), but it also has an additional challenge related to beliefs and
customs around death and dying. Because Navajo people do not openly discuss death, the
importance of educating key stakeholders within the healthcare arena, as well as political
leaders within communities, cannot be overemphasized. Openly discussing EOLC issues
that affect the quality of care patients receive must find support and acceptance on the
NN for outcomes to be improved. Educating the community, healthcare executives,
health board members, and political entities within the NN is an essential component of
building a sustainable palliative and EOLC education requirement for healthcare
providers. Advocating the implementation of EOLC on the NN is an ethical
responsibility of all healthcare professionals.
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